The term 'carer burden' has traditionally been associated with the caring experiences of family/significant others and of healthcare providers. In palliative care, caregiving has been studied as an act performed by those who care for the dying rather than by the dying who are recipients of care. Indeed, we have not conceptualised carer burden beyond the parameters of the informal/family caregiver and healthcare professional experience of rendering care. 1, 2 Although a paucity of studies have investigated palliative patients' perceptions of the burden encountered by their carers, 3, 4 little attention has been paid to what might constitute carer burden for people with terminal illness.
Motor neurone disease (MND) is a rapidly progressive and terminal neurological illness. The majority of people with MND die within 1000 days of symptom onset, and the intractable physical and emotional loss encountered by people with MND presents significant challenges to family caregivers and healthcare professionals who render care to them. We already know that family caregivers of people with MND encounter carer burden and that the burden of caring impacts negatively on family caregiver wellbeing. 5 We have also become more mindful of the emotional and existential distress that healthcare professionals encounter in MND care. 6 A recent study 7 has identified new dimensions to what carer burden means to people with MND and, in doing so, offers researchers and healthcare professionals the opportunity to reconceptualise what we ordinarily mean by carer burden in palliative care. This study found that people with MND resist becoming a burden on their family because they are conscious of the effects of caring on their family caregivers. Importantly, people with MND feel obliged to accommodate their family caregivers' wishes because they are keen to alleviate family distress and to assist their family caregivers to cope with loss. People with MND, as for their caregivers, provide psychological and emotional support to their family.
The obligation that people with MND have towards family can feel like a burden. Moreover, the burden of obligation encountered by people with MND is contextualised by their caring roles within their family. 7, 8 MND patients' perceived responsibilities to their family who remain dependent on them for emotional and practical support impacts on the decisions people with MND make about their care. People with MND have a strong need to 'be there' for their next-of-kin and their desire to live on and engage with healthcare services is shaped by their perceived responsibilities as parents. 8 Although people with MND have anxieties about end-of-life care, they are often willing to engage with end-of-life care and indeed life-sustaining interventions simply out of obligation to the wider family.
Healthcare professionals in MND care need to recognise that people with MND maintain caring roles within their family, even though people with MND become increasingly dependent on family and healthcare providers. Best practice guidelines in MND care 9,10 emphasise the importance of incorporating family caregivers into the decisionmaking processes of care, but the practice guidelines do not account for how family responsibilities of people with MND impact on care. Studies focused on family dynamics in MND care could shed more light on how the obligation that people with MND feel towards family impacts on care.
Measures designed to quantify carer burden encountered by family in terminal illness 11 have been developed based on the preconception that carer burden is somehow limited to family caregivers. However, the reciprocal nature of family caregiving in MND challenges how we have traditionally conceptualised family carer burden in palliative care. Associating family carer burden in palliative care with the experiences of family caregivers only blinds us to the caring roles that people with terminal illness enact in their families.
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